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Why Palliative Medicine?*

Robert G. Twycross, MA, DM^

alliative care has developed as a reaction against the limitations of modern, high-technology medicine. These limitations stem from different approaches to care. As long as there is
high-technology medicine, there will be a need for "high-touch"
palliative medicine and just as there are high-priests of the god
"high-tech," so there need to be high-priests of the god "hightouch." If not, the needs of incurable and dying patients will
once again be ignored.
It must be stressed, however, that palliative care is not intrinsically against modern medical technology. Rather it seeks to
ensure that love and not science is the controlling force in pafient care. High-technology investigations and treatments are
used only when their benefits clearly outweigh the probable burdens. Science is used in the service of love and not vice versa.
Palliafive care is an attempt to reestablish the traditional role of
doctors and nurses: "to cure sometimes, to relieve often, to comfort always."
Haiina Bortnowska, a Polish philosopher, author, and hospice volunteer, recently contrasted the ethos of cure with the
ethos of care (I). She defines ethos as a "a constellation of values held by people." The ethos of cure encompasses the military
virtues of fighting, not giving up and endurance, and necessarily
contains a measure of hardness. In contrast, the ethos of care has
human dignity as its central value and stresses the solidarity between the patient and the caregivers, an attitude which results in
"effective compassion." In curing, "the physician is the general." whereas in caring "the patient is the sovereign." It is important to give the patient the power to decide as much as possible for as long as possible.

the population die from cancer; two-thirds of patients with advanced cancer experience severe pain; globally, at least 4 million people are suffering from cancer pain today: and most of
these people probably do not receive adequate relief.

The Need for Pain Relief

When I meet a new patient, one of my first questions is
"What do you hope will come out ofthis consultation?" This is
important because it allows the patient to set the agenda, automatically establishes goals, and thereby restores or enhances

P

Whole-Person Care
Relief of pain and other distressing symptoms is a primary
goal of palliative care. Despite the examples of "palliative carelessness," expertise in symptom control has reached a point
where patients should expect to be free of pain for most of the
time (3). A high measure of relief can also be expected with
most other symptoms. In these circumstances, typical of hospices and palliative care centers in an increasing number of
countries, patients need no longer be distracted and exhausted
by unrelieved pain. Paradoxically, however, this may lead to
more emotional and spiritual distress as such patients are more
free to contemplate the approach of death. Few do this with
equilibrium; most defend themselves psychologically in a variety of ways; and some are overwhelmed with anguish, rage, or
fear about what is happening to them. In recognition of this, it
has been suggested that palliative care should be seen as providing "a safe place to suffer" (4).
It is necessary to offer whole-person care. The aim is to help
patients do their best given all their strengths, weaknesses, and
difficulties. The patient and family constitute the unit of care.
Flexibility is essential; patients must be met where they are socially, culturally, psychologically, and spiritually as well as
physically. There is no such being as a typical dying patient.

Goal Setting
There are still many pockets of resistance to the use of adequate, regular oral doses of strong opioids to relieve pain. A recent article told of a family physician in the United States who
did not have the triplicate forms required by state law to prescribe Schedule 11 drugs (2). Nor did he intend to obtain any becau.se he believed that none of his patients needed such drugs.
As a result, when a 63-year-old patient of his finished the strong
opioid medication supplied by a major cancer center, her husband had to drive over 200 miles to the center in order to obtain
a repeat prescription.
According to the World Health Organization (3), the problem
is one of massive proportions: in developed countries, 25% of

Henry Ford Hosp Med J—Vol 39. No 2, 1991

Submined for publication: December 17, 1990.
Accepted for publication: January 10, 1991,
*Adapled from lhe Keynote Address given al the Sixth Annual Symposium ofihe Inlernalional Hospice Institute, July 18-22, 1990, Esles Park, Ct3.
tMacmillan Clinical Reader in Palliative Medicine, University of Oxford; Consullanl
Physician, Sir Michael Sobell House, Churchill Hospital, Oxford, England,
Address correspondence lo Dr, Twycross, Sir Michael Sobelt House, Churchill Hospital,
Oxford OX3 7LJ, England,

Pallialive Medicine—Twycross

77

hope. The fact that palliative medicine is goal-oriented is not always appreciated. It has been shown that physicians at two palliative care centers in the United Kingdom set, on average, twice
as many goals as physicians at a district general hospital (5).
Goals must be realistic to be helpful and may have to be divided
into a series of minigoals. Although some may have to be aban-

Palliative care is not intrinsically against modern medical technology. Rather it seeks to ensure that love and not science is the controlling
force in patient care. High-technology
investigations and treatments are used only when
their benefits clearly outweigh the probable
burdens. .. .Palliative care is an attempt to reestablish the traditional role of doctors and
nurses: "to cure sometimes, to relieve often, to
comfort always."

doned or changed in light of unfolding events, goals remain essential for most patients in order to maintain hope, and for physicians in order to optimize their input to the patient's care.
Symptom relief, however, is not "all or none" and in situations where complete pain relief is difficult to achieve, the aim is
to help a patient move from a position in which he is mastered by
pain to one in which mastery is established over the pain. When
a patient is mastered by pain, the pain is overwhelming and allembracing. When sufficiently improved, patients often say they
sfill have the pain but it doesn't bother them as much anymore.
Of course, the physician's ultimate aim remains complete relief. In practice, partial relief may be acceptable provided the patient is definitely more comfortable, is physically and mentally
rested, and both the patient and family convey a sense of mastery. In such circumstances, there is littie need to pursue relentlessly the ultimate goal of complete pain relief by means of neurolytic or neurosurgical interventions should the pain prove to
be partially resistant to analgesics and other noninvasive treatments.
Many cancer patients with persistent pain have expectations
which are far lower than they need be. All patients must be assured, when first seen, that the situation can be improved and
that it is possible to relieve most, if not all, of their pain. Although sometimes it may take three to four weeks to achieve
maximum control, it is always possible to achieve some improvement within hours.
In practice, it is wise to aim at "graded relief." As some pains
respond more readily than others, improvement should be assessed in relation to each pain. The initial target must be a painfree, sleep-full night. Many patients have not had a good night's
rest for weeks or months and are exhausted and demoralized. To
sleep through the night pain-free and wake refreshed is a boost
to both the patient's and the doctor's morale. The next aim is for
relief at rest in bed or chair during the day and then freedom
from pain on movement. The former is always eventually possible; the latter is not. Relief at night and when resting during the
day, however, gives the patient new hope and incentive, and en-
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ables him to begin to live again even if activity continues to be
restricted by activity-precipitated discomfort.

Hope
Hope may be defined as an expectation greater than zero of
achieving a goal. Hope tends to diminish when 1) the patient is
mentally isolated by a "conspiracy of silence," 2) it is implied
that nothing more can be done, 3) pain and other symptoms remain unrelieved, 4) symptoms such as depression are ignored,
5) the patient feels alone or unsupported, and 6) spiritual distress
is not recognized.
"Never destroy hope" is a frequenfiy u.sed reason for not informing a patient of the seriousness of his situation. Yet glib,
false optimism is a potent destroyer of hope. On the other hand,
an unwise catharsis by the doctor of all that is negative, either to
the patient or to the family, may make the doctor feel better but
can irreversibly destroy the patient's hope and result in intractable anxiety and despair. It is necessary to follow two parallel
principles: never lie to a patient, and avoid mindless candor.
Human beings are best served when realism istingedwith optimism. Gentle, sympathetic, and gradual communication ofthe
truth, within the context of continued support and encouragement, almost always restores hope. The patient, however, generally needs a specific goal at which to aim. Palliative care restores
hope by establishing trust between the clinical staff and the patient and family, by encouraging realistic goals, and by giving
the patient a direction in which to move. Explaining to the patient what can be done about his pain and other symptoms gives
direction and counters the nightmare of never-ending pain or
other physical distress.

Teamwork
"Hospice is an intimate Iransaction between human
beings in community. The nature of the process is revealed in the leams we build, the way those leams are organized,,,. Hospice people need lo be logelher in ways
lhat are mutually trustful, nurturing and supportive" (6).
The needs ofthe dying patient are considerable. When considered as a whole, it is apparent that palliative care cannot be administered by any one individual, only by a group of people
working together as a team. The composition of the team may
vary but includes first the patient and then the immediate family,
friends, doctor(s), nurses, social worker, therapists, and priest or
other clergy person. The team is collecfively concemed for the
total well-being of the patient and the family—physical, psychological, spiritual, and social. In this situation, roles may become blurred, at least at the edges. According to Stoddard (6),
"When hospice workers function well as a team, pooling their
skills and resources—caring for one another as well as for patient and family—there seems to be almost inevitably a sense of
rightness about it...."

Palliative Care Research
A recent review of published research (7) suggested that
processes of patient care may not be much different between
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hospices and hospitals in relation to medical treatments, psychosocial care, disclosure of prognosis, the primary care person's involvement in inpatient care, and relations between staff.
This could be so because of various reasons: hospital staff have
learned from the example of hospice; hospices may not be as
good as they think; and hospices associated with a hospital may
have compromised their original ideals.
The United States National Hospital Study conducted in the
early 1980s, however, demonstrated a number of differences
(8). The aim was to provide answers to two key questions (9):
Was there evidence that hospice care adversely affects the quality of life of terminally ill patients and their families or that hospice care costs more than conventional care?
A total of 1,754 patients were recruited for the study; 833
from hospices without beds, 624 from hospices with beds, and
297 from conventional oncological settings (10). The patients
were not randomly allocated to treatment groups; patients (and
families) chose the type of care before recruitment to the study.
Among those who met entry criteria and were referred for recruitment, the refusal rate of patients and/or the primary care
person was 3.3%, 3.5%, and 20.6% in the three settings, respectively. The much higher refusal rate by those associated with
conventional care may well refiect an important difference between these patients and hospice patients.
The study confirmed that hospices provide a different constellation of .services to the terminally ill. including less diagnostic testing, less aggressive anticancer therapy, and more social services.
Two-thirds of patients in home-based hospices died at home
compared with 27% of patients in hospices with inpatient facilities and 13% of patients cared for conventionally. The families

Palliative care restores hope by establishing
trust between the clinical staff and the patient
and family, by encouraging realistic goals, and
by giving the patient a direction in which to
move. Explaining to the patient what can be
done about his pain and other symptoms gives
direction and counters the nightmare of neverending pain or other physical distress.

of hospice patients were more satisfied with the place of death,
although overall satisfaction with choice of setting was high for
all families.
Hospices with inpatient beds appeared to achieve better pain
relief, probably as a result of better use of analgesics (11,12).
Their patients had fewer symptoms such as nausea and dyspnea
than those cared for in home-based hospices or conventionally.
General functional performance and quality of life were similar,
however, in all settings. Family members had fewer adjustment
problems after the patient's death than had been expected on the
basis of previous reports, and no significant differences were
found between the settings.
The most substantial financial savings were achieved by hospices without inpatient beds. Savings achieved were greatest in
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the final weeks before death and lessened as length of hospice
association increased.
Quality of life measures were made by the primary care person or a trained interviewer using a modified Spitzer Quality of
Life Index (13). As quality of life is intensely personal (14), the
use of observers to make its determination casts doubt on its validity. For example, as Mount and Scott (15) observed, on a day
when his Quality of Life score was 2/10, a dying young man said
that the last 12 months had been the best yearof his life.
There is. I suggest, a fundamental flaw in the hypothesis that
hospice care does not differ significantly from more traditional
hospital care (7). Forexample, at Sir Michael Sobell House, we
care for patients who have not obtained adequate relief or support from conventional hospital or home care. In this group of
patients, if the endpoint is symptom relief and general care is
identical with that in less problematic patients in traditional settings, this is a major achievement and should not be gainsaid.
An important area still largely unresearched is the comparison of palliative care with "last ditch" chemotherapy in a range
of incurable cancers. Sixteen years ago. a randomized controlled
trial showed that palliative care, when compared with single and
multiple agent chemotherapy, resulted in significantly better
survival and quality of life for patients with inoperable bronchogenic carcinoma (16).

Extremism
There is a danger in confronting the ultra "high-tech" physician with the self-evident truth that all patients eventually have
to die. There is a distinct possibility that, in the name of maintaining control, he will flip from "officious striving" to the other
extreme of euthanasia.
In the Netherlands, voluntary euthanasia is still illegal, although it has effectively been decriminalized. A recent report
(17) revealed that each year between 5.000 and 10.000 patients
die by voluntary euthanasia. This represents 4% to 8% of all
deaths. Cases of crypthanasia (involuntary euthanasia) are welldocumented and opinion polls show that more than three-fourths
ofthe population approve both voluntary and involuntary euthanasia. Nearly one-fifth of poll respondents indicated they would
probably request involuntary euthanasia for a demented relative
and 90% of a group of economic students supported compulsory
euthanasia for unspecified groups of people to streamline the
economy. These statistics suggest that a "euthanasia mentality"
has developed in Dutch society. This will inevitably place the
elderly and the infirm under pressure to opt for "assisted death"
(18) .
In contrast, nearly half of the Dutch elderly living in their own
homes and over 90% of those living in sheltered accommodations or nursing homes are against euthanasia because they fear
that later on. when no longer in command of the situation, their
lives may be ended against their will (17).

Creative Living
According to Frampton (19), "Carers tend to have a preoccupation with treatment of one sort or another, things done to the
patient or for the patient.... Terminally ill patients already have
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to have so much done for them that often they have lost all sense
of purpose and worth."
At best, palliative care will seek to help patients be creative,
thereby restoring or enhancing self-esteem. An emphasis on the
patient "doing" rather than "being done lo" helps one to live and
die as a whole person. In many cases, gentle and imaginative encouragement is all that is needed to entice a patient into an activity that gives him an increased sense of well-being. Some palliative care centers encourage creativity through poetry writing
and art:
"Poetry seems lo be a vehicle for saying a lol in relatively few words. One reacts nol just lo whal is wriuen bul
to what seems to hover around it unwritten. Though a professional poet can express in very fine verse whal it musl
be like to die, the inexpert poem of a dying person may
end up speaking more clearly lo the heart" (19),

Skilled Companionship
The fear has been expressed that palliative care could become
just one more technique within contemporary medicine behind
which professionals hide and through which they soullessly exercise power. This continuing danger is one that can be avoided,
provided hospice care is based on companionship—the companionship of professional staff with those who are dying.
In a crisis we need a companion. When dying we need a companion who can explain why there is pain, or shortness of breath,
or constipation, or weakness. Someone who can explain what is
happening straightforwardly. Explanation is a key component
of treatment because, psychologically, it reduces the fear of the
illness and the symptoms. The situation is no longer shrouded in
mystery because there is someone who can explain what is going on. This is reassuring.
Skilled companionship has been described as friendly professional interest (FPI): "FPI suits any age, any race, any culture,
any faith (or none), any philosophy of care, and any prognosis. It
is also exactly the same for patients who 'know' as for those
who don't" (20). Unfortunately, not all doctors are able to offer
FPI. How one person is able to give strength to another remains
a mystery. Brewin (20) suggests that just being natural and
friendly has a lot to do with it. offering unconditional acceptance

80 Henry Ford Hosp Med J—Vol ,39, No 2, 1991

and affirmation. For the physician, this means communicating
the message that " I will not abandon you" (acceptance) and "you
are still important to me" (affirmation).
This twin message has to be lived rather than said, and it is in
the living of it that a physician becomes truly supportive.
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